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Background

Lesbian, gay, bisexual, transgender, queer and/or intersex (LGBTQI) people with cancer and their carers report poorer psychological outcomes than the general non-LGBTQI cancer population. There is growing acknowledgement that these health inequities can be explained by minority stress, which can be buffered by social support.



Study Aim

To examine subjective experiences of minority stress and social support for LGBTQI people with cancer and their carers, drawing on qualitative findings from the Out with Cancer study.



Method

An online survey including open ended items was completed by 430 LGBTQI cancer patients and 132 partners and other carers, representing a range of tumor types, sexual and gender identities, age and intersex status. A sub-sample of 104 patients and 31 carers completed an interview, with a follow-up photovoice activity and second interview completed by 45 patients and 10 carers. Data was thematically analysed using an intersectional theoretical framework.



Results

Historical and present-day experiences of discrimination, violence, family rejection and exclusion created a legacy of distress and fear. This impacted on trust of healthcare professionals and contributed to distress and unmet needs in cancer survivorship and care. Social support, often provided by partners and other chosen family, including intimate partners and other LGBTQI people, buffered the negative impacts of minority stress, helping LGBTQI patients deal with cancer. However, some participants lacked support due to not having a partner, rejection from family of origin and lack of support within LGBTQI communities, increasing vulnerability to poor psychological wellbeing. Despite the chronic, cumulative impacts of minority stress, LGBTQI patients and carers were not passive recipients of discriminatory and exclusion in cancer care, demonstrating agency and resistance through collective action and advocacy.



Conclusion

LGBTQI people have unique socio-political histories and present-day psycho-social experiences that contribute to distress during cancer. Social support serves to buffer and ameliorate this distress. There is a need for cancer healthcare professionals and support services to be aware of and responsive to these potential vulnerabilities, including the intersectional differences in experiences of minority stress and social support. There is also a need for recognition and facilitation of social support among LGBTQI people with cancer and their carers.
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1 Introduction

The experience of cancer diagnosis, treatment and survivorship can be very stressful for people with cancer and their carers, leading to depression and anxiety (1). There is growing evidence that lesbian, gay, bisexual, transgender queer and/or intersex (LGBTQI) people who have experienced cancer, and their carers, report poorer mental health outcomes than the general non-LGBTQI cancer population. This includes higher levels of cancer-related distress (2, 3), and higher depression and anxiety (4, 5). To date, most LGBTQI cancer research has focused on adult cisgender individuals with breast or prostate cancer (6). Recent systematic literature reviews highlight the need to understand the complexity of LGBTQI experience of cancer across cancer streams, age, and sexual identity subgroups, including people who are trans (binary and non-binary) and intersex (4, 7–9). An intersectional theoretical framework has been recommended (10) to analyze how the complex spheres of identity intersect (11) to affect health outcomes among LGBTQI people with cancer (4, 10, 12).

There is also a need to examine the perspectives and experiences of informal carers, who are often invisible within LGBTQI cancer research and care (13). Caring for a partner, family member or close friend with cancer can have significant negative consequences for health and wellbeing (14, 15). LGBTQI caregivers report higher caregiving burden and unique support needs compared to non-LGBTQI caregivers, including experiences of minority stress and lack of inclusion in cancer care (16–18). In comparison to the general cancer population, LGBTQI people with cancer are more likely to be unpartnered, and to receive support from ‘chosen family’, including friends and other LGBTQI people (2, 19). There is evidence that LGBTQI chosen family caregivers experience the same levels of stress as partner caregivers, yet they often lack access to social support, increasing their vulnerability to poor psychological wellbeing (20, 21).

Health inequities reported by LGBTQI people with cancer and their carers can be explained by minority stress theory (3, 22, 23). Minority stress is the experience of chronic stress associated with living with a marginalized LGBTQI identity. It is manifested by experience and anticipation of stigma, exclusion, discrimination, and violence (described as distal stressors). The internalization of anti-LGBTQI sentiments contributes to negative self-views, identity concealment and expectations of rejection, hostility and potential future victimization (described as proximal stressors) (22–24). Supporting this theory, distress reported by LGBTQI cancer patients is significantly associated with experiences of discrimination in life and cancer care (3, 25, 26), accompanied by identity concealment and expectations of future hostility (27). LGBTQI people report lower satisfaction with cancer care (28) and greater unmet care needs (29) in comparison with the general cancer population. This includes a lack of adequate information and support (6), and reluctance to ‘come out’ in healthcare settings due to fear of discrimination (30).

Previous research has reported that LGBTQI people experience high rates of discrimination in their everyday lives, including physical and sexual violence (31, 32), and hostile social environments that compromise wellbeing (33, 34). Throughout history, people now referred to as LGBTQI have been viewed as immoral, enabling their relationships and bodies to be subject to state-sanctioned violence and systemic injustice (35, 36) including discrimination in healthcare during the HIV/AIDS epidemic of the 1980s (37). Until 1973, homosexuality was classified as a mental illness by the American Psychiatric Association (38), and until 1991 consensual homosexual acts were criminalized in parts of Australia (39), the primary site for the present study. There is continued pathologization of trans and intersex people within mainstream health systems (40, 41). LGBTQI people’s behaviors remain criminalized, sometimes punishable by death, in many parts of the world (42). LGBTQI people are also subject to hostile public and political discourses that legitimize discrimination and attempt to roll back LGBTQI human rights (43–46), with negative implications for mental health and feelings of safety (47, 48).

Social support can buffer the negative impacts of distal and proximal minority stressors (3, 49) and is associated with improved quality of life (15, 50) and reduced distress (51), depression and anxiety (5) in cancer survivorship and caregiving. However, LGBTQI people may lack social support, due to having no intimate partner, experiences of family rejection, or the impact of stigma and social exclusion where they live (24, 52). Low social support has been found to be a unique predictor of distress in LGBTQI cancer patients (3, 53). However, the subjective meanings and experiences of minority stress and the ways in which social support may ameliorate or buffer distress for LGBTQI cancer patients and their carers within intersecting identities remains unexplored (8).

The present analysis aimed to address this gap in the research literature by examining subjective experiences of minority stress and social support among LGBTQI people with cancer and their carers, drawing on the qualitative findings from the mixed method Out with Cancer study (27, 53–55). This complements quantitative analysis from this study, which found higher rates of distress among LGBTQI people with cancer compared with general cancer populations, associated with minority stress and lack of social support (53). High rates of minority stress were reported by both LGBTQI cancer patients and their carers, including discrimination in life and in cancer care, and concealment of LGBTQI identity (53, 55).

This paper enables further interpretation of these findings, through in-depth qualitative examination of the nature and perceived impact of minority stress and social support for LGBTQI cancer survivors and their carers.



2 Methods


2.1 Study Design and Theoretical Framework

This study was part of the broader mixed methods Out with Cancer project (27, 53–55). The project examined LGBTQI experiences of cancer from the perspectives of LGBTQI patients, their caregivers, and healthcare professionals (HCPs), in order to inform LGBTQI inclusive cancer care. This paper presents the qualitative analysis of open-ended survey responses, interviews and a photovoice activity, related to LGBTQI cancer patient and carer experiences of minority stress and social support.

The project uses an intersectional theoretical framework, which acknowledges that individuals inhabit multiple interconnected social identity categories, such as gender, sexuality, cultural background and age (56). These identity categories are embedded in systems of social stratification, associated with power inequalities (57–59), and influence social practices and health and wellbeing (60). An intersectional perspective recognizes that identity cannot be reduced to the summary of social groups to which a person belongs; instead, attention is paid to how social identities interact to produce a meaningful whole in a way that cannot be explained by looking at one social identity alone (58), and influence social practices and health and wellbeing (60).

Integrated knowledge translation (iKT), a dynamic collaborative process between researchers and knowledge users to achieve actionable research outcomes, guided the study design, data collection, analysis and dissemination. Following principles of iKT, a steering committee comprising LGBTQI people with cancer, cancer HCPs, and representatives from LGBTQI health and cancer support organizations, were actively involved through co-design in all stages of the study. Discussion between the researchers and the steering group facilitated reflexivity (61), critical evaluation of the ways in which our positions as LGBTQI people, clinicians, researchers, and/or cancer survivors influenced the research process and outcome. The study received ethics approval from Western Sydney University Human Research Ethics Committee (ref. no. H12664, with secondary approval from the ACON (formerly the AIDS Council of New South Wales) (ref. no. 2019/09).



2.2 Recruitment

Participants were eligible for this study if they: (a) had been diagnosed with cancer, had undergone a medical intervention related to cancer risk or had cared for someone with cancer; (b) they or the person they cared for identified as LGBTQI, and (c) were at least 15 years old. Participants were recruited through cancer and LGBTQI community organizations, including the study partner organizations, social media (Facebook, Twitter, Instagram), cancer research databases (Register 4, ANZUP), cancer support groups and LGBTQI community events. Snowball sampling was also used, asking participants to pass the study information to someone they knew who fitted the study criteria. The study was open internationally, although recruitment focused on Australia and other English-speaking countries such as the USA, UK, New Zealand, and Canada. Recruitment strategies engaged LGBTQI patients and their carers in a range of sexual and gender identities, ages and tumor types. Individual strategies were used for each LGBTQI sub-group and to engage participants from intersecting minority backgrounds, including Indigenous Australians, people from migrant backgrounds, and adolescents and young adults (AYAs). Data were collected between September 2019 and September 2021.



2.3 Participants and Procedure

Participants took part in a three-stage study: A total of 430 LGBTQI people (patients) who currently or previously had cancer (82.8%), or a medical intervention related to cancer risk (17.2%), and 132 partners and other carers (hereafter, carers), aged 15 years or older, completed an online survey. A subset of survey participants, 104 patients and 31 carers, completed a 60-minute interview to investigate their experiences in greater depth. Forty-five patients and ten carers completed an additional photovoice activity.

Demographic characteristics of patients and carers are reported in Table 1. Most patients and carers were cis women, Caucasian, older adults, living in Australia and identified as lesbian, gay, or homosexual. Greater diversity was evident in participants’ regionality and cancer types. A minority of participants identified as trans (binary and non-binary; hereafter trans), bisexual or pansexual, queer, reported an intersex variation, or were AYA. A minority identified as Indigenous Australian, or Māori, Asian, or from a mixed ethnic background. Most carers were partners of LGBTQI people with cancer (63.6%).


Table 1 | Demographic characteristics of LGBTQI patients and carers.





2.4 Materials


2.4.1 Survey

The survey comprised a series of closed and open-ended measures. Full details of the patient (53) and carer (55) surveys are described in detail elsewhere. This paper focuses on responses to open-ended questions on minority stress and social support. Following quantitative measures about minority stress (discrimination in life and in cancer care, internalized prejudice and identity concealment) and social support (access to support from others), participants were asked “is there anything you would like to tell us about this issue?”.



2.4.2 Semi-Structured Interview

Semi-structured, one-to-one interviews, using a conversational style, were undertaken by a number of researchers to explore subjective experiences in-depth. Interviews were conducted over the telephone or using video-conferencing software with LGBTQI patients and their carers. These were audio-recorded. Participants were asked about their experiences of cancer, including interactions with HCPs, decision-making pertaining to disclosure of their LGBTQI status and the consequences of this for their cancer care; the impact of cancer on their lives, including on their identities and relationships; experiences of finding support networks and information as an LGBTQI cancer patient.



2.4.3 Photovoice Activity

Interview participants were invited to engage in a photovoice activity. Photovoice involves participants taking photographs that visualise elements within an individual’s life pertinent to a particular phenomenon (62). Situated within an action-research model, photovoice methods facilitate involvement and empowerment of research participants and have been described as an innovative way of working with marginalised people, including LGBTQI communities (63, 64). The method implicitly challenges traditional structures of power and traditional modes of knowledge production (65). Participants were invited to submit three to five photographs that represented their experiences with cancer, which were then discussed in a second interview. Written and visual instructions were provided to participants to aid in the photovoicep process. Participants used their devices (smartphones, digital cameras) to take photographs and electronically submit them to the research team. The photographs were used as the basis for subsequent discussions to understand more about participants’ experiences of cancer and often eliciting in-depth descriptions of specific events. Participants were asked questions such as “Could you please talk me through these photos and explain what they mean to you?” and “How does this photo capture your cancer experience?”. All participants provided informed consent for their photographs to be used in analysis and in publications.




2.5 Data Analysis

Thematic analysis was used to analyse the open-ended survey, interview and photovoice data, as an appropriate method to capture richness across multiple data types (66). All interviews were professionally transcribed verbatim, and integrity checked for any errors. The transcripts were de-identified and participant names replaced with pseudonyms. Transcripts and open ended survey question responses were read line by line in close detail, with notes added to capture relevant first-order concepts or codes. Through a process of discussion and decision-making, the researchers grouped first-order concepts where commonalities were identified to create concise, overarching or higher-order codes. This process allowed for defining and refining codes and consultation with the stakeholder advisory group on which data should be included within each code. Having formulated the coding framework, transcripts, open-ended survey questions and photographs with their participant description were imported into NVivo software to facilitate the organization of the qualitative data into relevant codes. Once coding was complete, each of the coded sections was summarized within a coding summary, which further helped to identify commonalities and facilitated theme identification across the data set. Members of our stakeholder advisory group were involved in the development of codes and themes and read and provided comment on the interpretation and reporting of the data. The analysis was revised to incorporate feedback on language and interpretation.

In the presentation of results, LGBTQI patient and carer participants are identified by pseudonyms (for interviewees) or the word “survey”, with demographic details of age, sexual and gender identity and/or intersex status, and cancer type provided for longer quotes. For readability, demographic details for short quotations are provided in Supplementary Table 1, with a longer version of the quotation identified by superscript numerical indicators in the text. Photographs (Figures 1–6) are accompanied by a brief summary in the words of the participant.




Figure 1 | Thematic map.






3 Results

Two primary themes were identified, each with sub-themes, see Figure 1. The first primary theme, “Living with minority stress: Discrimination, exclusion and fear of hostility” describes the cumulative and ongoing experiences of prejudice, discrimination and exclusion which shaped participants’ feelings of safety during cancer treatment, survivorship and care, including impacts on interactions with HCPs and support networks. The second primary theme, “Resisting the margins: Social support and activism buffer the effects of minority stress” documents the role of social support in buffering the negative effects of minority stress in the context of cancer and demonstrates the agency and resistance of LGBTQI patients and carers to discrimination and marginalization during cancer care. The results describe participant experiences of violence, abuse and discrimination; some readers may find these accounts distressing.


3.1 Living With Minority Stress: Discrimination, Exclusion, and Fear of Hostility


3.1.1 Homophobia, Transphobia and Prejudice When We Were Younger: An Era of “Open Discrimination and Hostility”

Across participant accounts there was widespread evidence of minority stress in terms of experience of distal stressors. As reported previously, 83.6% of participants reported discrimination in their lives in general because of being LGBTQI (53). In the qualitative analysis, this was described as experiences of stigma, exclusion, hostility and violence. These experiences of minority stress were a legacy that impacted upon LGBTQI patients and carers as they navigated cancer survivorship and care, in relation to feelings of trust and safety.

Participants recounted “a lot of open discrimination and hostility”1 and “traumas in our backgrounds”2, such as being “bullied at school for being gay”3, including by other children, “parents and teachers”4; “bullied for being effeminate”5; “verbally abused” and “assaulted”6, or “gay bashed”7. Discrimination and abuse were perpetrated everywhere, from “family to society”8. For example, a 20-year-old lesbian survey participant who was caring for her father who had head/neck cancer said:


My mother and one of my brothers would make homophobic comments in regard to me. I also attended a religious school for most of my life, where it was taught that being LGBT was a sin.



Claire, a 66-year-old lesbian, whose partner had ovarian cancer, said “You couldn’t even be a schoolteacher back in those days”. Discrimination was also inclusive of institutional violence, as a 67-year-old lesbian survey participant with breast cancer commented, “I have PTSD from police violence and witnessing police violence against lesbian and gay people and against Indigenous people in the 70s”.

Many older participants lived through an era when “it was illegal to be gay”9, with a minority reporting that they lived in countries where homosexuality is still criminalized. For example, Anthony, a 65-year-old gay man, caring for his husband with prostate cancer, said that for the first seven years of his relationship with his now-husband, “We could have gone to jail”. Lachlan, a 75-year-old queer intersex man with bowel cancer, described growing up during the era of criminalization as “pretty hard” because “everyone’s against you.” He said, “You had to go behind the door sort of thing. You couldn’t tell anyone what you were going through. You had to keep it to yourself.” The widespread persecution of gay men resulted in some participants receiving criminal records for engaging in consensual sex, which contributed to the suicide of friends, and these records that have only recently been expunged. Grace, a 56-year-old bisexual woman with cervical cancer explained the impact of criminalization in her life:


It’s taken me a long time [to embrace my sexual identity] because I grew up in the 70s seeing my friends who were gay being targeted. One guy I worked with took his own life. He had a record because he was involved in a sexual act and that was illegal at that stage. So, seeing all of these things, all of these repercussions, I sort of thought I need to squash the gay side of me.



Some participants commented on the fact that historically, homosexuality and gender dysphoria were “defined as a mental illness”10. This cultural discourse positioned sexuality and gender diversity as perversity and a sickness, justifying medical regulation of LGBTQI bodies through practices such as “ECT [Electroconvulsive therapy]” to treat “body dysphoria and sinful sexual desires (attracted to women)”11. Scott, a 55-year-old gay trans man with many cancers explained that his partner “was incarcerated in prison for being trans and went through conversion therapy that involved being stripped naked and sitting on the laps of male guards” to “teach you how to be a woman”. A 52-year-old trans woman survey participant with soft tissue cancer said she “failed” conversion therapy, resulting in her being “kicked out onto the street after a particularly bad belting with an electric power cord and a razor strap” and was consequently homeless, “surviving the next 10 years on the streets”. Intersex participants also described medical regulation of their bodies, including “medical violence”12 of “forced [sex] assignments” as children, causing “far-reaching consequences”13. A 36-year-old queer non-binary/gender fluid survey participant with intersex variations who had medical interventions for cancer said:


The medical community has been nothing but abusive and exploitative regarding my intersex body. I’ve been subjected to medical photography, forced sedation, forced invasive examinations, forced surgical procedures, and lied to about needing surgical procedures under the claim that I had cancerous growths.



During this era of criminalization and pathologization, LGBTQI “people were much more closeted” and “everything was much more hidden”14 due to the “threat of losing your job, your housing and definitely family”15 if outed in the wrong context. For many participants, coming out as LGBTQI was shrouded in “shame and guilt”16 and, for a minority, “being gay was unthinkable” when they were younger17. Troy, a 71-year-old gay man with prostate cancer explained that he “didn’t have the courage to come out” and, instead, pursued a heterosexual marriage with children. When he eventually did come out, it “destroyed” and “threatened” his family and was “a very big deal”. These pervasive and cumulative minority stressors experienced by participants over their lives were reference points that contributed to fear, distrust and distress during their cancer journey.



3.1.2 The Legacy of Discrimination: Fear of Hostility and Self-Loathing

There was some evidence of minority stress in terms of proximal stressors, the internalization of anti-LGBTQI sentiments (53), directly impacting upon participants during cancer treatment, survivorship, or as caregivers. Several LGBTQI patients and carers reported that the legacy of prejudice, discrimination, and criminalization, “when we were younger shaped [ … ] responses to things now”18, resulting in being “fearful of violence”19, “prepared for hostility”20 and contributing to “low self-esteem”5 and “internalized oppression”21. For some, this extended to self-blame for cancer, with Finn, a 56-year-old gay man with throat cancer saying, “I’ve brought this on myself” after a friend joked his cancer resulted from “sucking too much cock”16. “Internalized oppression” was also linked to high rates of “smoking, drinking, drug use” in lesbian communities, which are risk factors for cancer21. Kai, a 50-year-old, bisexual, trans woman with intersex variations, whose partner had breast cancer, explained that “when you are treated like a leper, you take it out on yourself” and described struggling with “suicide ideation” and “thinking I’m just a burden, I should end it. I should kill myself”. Bernice, a 61-year-old lesbian woman with breast cancer explained the lifelong impact of being the recipient of bullying and marginalization:


When you grow up as a lesbian and the age group that I grew up, your attitudes and the way you deal with the world because of the condemnation, you had to hide things, hide yourself or not be yourself. Or you’d be yourself, but you’ve got to be prepared for hostility or be prepared to shut down, shut down all the external stuff. I think to understand your response to the world, people do need to understand that you are very much affected by that feeling of derision, hatred, whatever, that you’ve blocked out.



Other participants described the long-term and cumulative impact of structural discrimination. For example, Patty, a 71-year-old lesbian woman, whose partner had many cancers, explained that due to LGBTQI and gendered discrimination many lesbian women were excluded from employment opportunities, resulting in their having “less access to good jobs” over the course of their lives. This meant that a number of women were on a “lower-income” and, consequently, “rented for a long time”, negatively affecting their financial scrutiny and putting them “in a very vulnerable position”, when diagnosed with cancer. Patty also noted that many of her peers became isolated as they aged:


I think the other problem is that past discrimination has meant that, probably, some people in my age group and a bit older are hidden away. And they are isolated from family, isolated from the community; and if their partner dies then they’re on their own. And if they’ve got a disability, they don’t get out, so they lose the network. That’s what happens.



Historical discrimination against LGBTQI communities left a legacy of fear for many of these participants, that meant “the anticipation of potential discrimination” was “always there”, contributing to ongoing anxiety and impacting on “health and wellbeing”22, irrespective of present-day exposure to such moments. Glenn, a 66-year-old gay man with head/neck cancer said he needed to “very quickly develop a very strong survival code to live in a heterosexual world”, while Anita, a 34-year-old lesbian with uterine cancer, explained that she and her wife:


Used to carry around our marriage certificate everywhere [during cancer care]. We changed our names as soon as we could so if we had to, we could pass off as sisters. We did what we could so that we could make sure that everything was ok. It was a safety concern.



Participants described an “under the skin awareness”23 of the potential for prejudice and discrimination during cancer treatment and when caregiving and that they were “judging all the time” so they could “act appropriately to be safe” because “when you’ve feared for your life at different times because of your sexuality, you carry that with you for the rest of your life” 24. This legacy of fear created additional layers of stress during cancer diagnosis, treatment and survivorship.



3.1.3 “It Still Goes On”: Living With Discrimination and Prejudice Today

For many participants, prejudice and discrimination were not in the past but were reported as something that “still goes on”25, with material and psychological consequences including anxieties about discrimination in cancer care. A 42-year-old lesbian, trans woman, survey participant with skin cancer explained that “being trans”, “discrimination is everywhere. Many people have a deep and visceral hatred of people like me”. The potential for this hatred to culminate in violence was evident in the account of trans participants. A 53-year-old, trans woman, survey participant with soft tissue cancer said:


I’ve been assaulted seriously in the last 24 months, six times. Last year, someone attacked me in my own front yard in daylight. Bathroom use has also been ‘problematic’. I have been verbally abused and physically assaulted on several occasions inside my local shopping center.



Ongoing hostility and prejudice from family of origin was reported by some participants, including being “treated abominably” and in ways that were “totally degrading and frankly inhumane”26, because of being LGBTQI. Riley, a 53-year-old lesbian with ovarian cancer, explained that her family “had issues when I came out” causing her to be “estranged from them for a long time because I was an embarrassment”. Catherine, a 61-year-old bisexual woman with vulval cancer, commented, “My actual mother believes that God has told her that me being gay makes me evil and, therefore, it would poison her life to have any contact with me”. Aaron a 32-year old gay man with bowel cancer said;


I think it would be probably a lot easier, like if I wasn’t gay then I would probably have a lot of friends from high school and probably be closer to family members.



Although discrimination could be overt, many participants also reported micro-aggressions pervading all aspects of their lives. Ash, a 40-year-old, bisexual, non-binary person with an unknown primary cancer, said that the relationship with their employer “shifted very quickly” after they were ‘outed’ by a colleague, resulting in increased scrutiny, despite previously “winning awards and getting commendations” at work.

Several participants discussed an “ominous”27 increase in recent years of anti-LGBTQI public discourse, including “redneck” comments27 and “transphobia in the media”28. This engendered fear that the conservative minority would legislate discrimination against and erode LGBTQI rights as “a revenge tactic for ‘you gays and lesbians who got your way’” in relation to marriage equality27. As Raymond, a 55-year–old gay man with prostate cancer, commented, “What a lot of us rainbowians, rainbow community people, want is just for the right-wing people to not ruin how things have progressed over the years”. Anti-LGBTQI discourse was experienced by participants as “incredibly tough”29 and “very stressful when you are sick [with cancer] and having to listen to all that”30.



3.1.4 “The Possibility of Being Judged”: Fear of Exclusion and Discrimination in Cancer Care

Fear of discrimination due to anti-LGBTQI public discourse had material consequences for participants’ engagement in cancer healthcare, illustrated well in the photograph ‘interiority landmine’ (Figure 2). Participants described concerns that transphobic and homophobic public discourses would “exacerbate people [HCPs] who are tunnel-visioned and hateful”31, thereby legitimizing discrimination. For example, Elsie, a 55-year-old lesbian with lung cancer, said she was concerned that the Australian Religious Discrimination Bill (currently lapsed in federal parliament) would “give doctors an opportunity to say, ‘Well, it’s against my religion to treat you, so I’m not going to treat you’”, causing her to be “nervous” about “going to see a doctor that I’d never met before” due to “the possibility of being judged”. Raymond, a 55-year-old gay man with prostate cancer, worried that prejudiced HCPs “might withhold things or they’ll do indirect discrimination. They’ll do it in sneaky ways, so it won’t look like it’s being discriminatory”.




Figure 2 | Interiority landmines cycle. In this tunnel, it's mostly safe but it’s like walking in an area that has landmines. You can walk through fine for most of the time and most of the people that you meet will be professional and inclusive. But you’re always cautious. You don't know if you’re going to step on a landmine. So you have to walk gingerly. This is what it means to navigate the health system as a lesbian woman.  [Ellen, 36, lesbian, gynecological cancer]



Participants described feeling “trepidation”32 and being “wary”33 when deciding if to disclose being LGBTQI to their cancer HCPs, “especially at the time [when] some doctors in Australia were openly against marriage equality”34. Some participants said they would “avoid” disclosing being LGBTQI “with medical professional[s] except where it’s clinically relevant”35. Oscar, a 27-year-old, gay man with lymphoma said:


I don’t want them [HCP] to know I’m gay because I don’t want them to treat me different. If they realize I’m gay … if they’re religious, are they going to have less motivation to treat me, cure me?



Others said, “I do not refer to it, even though it might be relevant”36. Some participants described avoiding medical care because of perceived discrimination:


The world we live in - read the news - affects our health. The more we know we are hated and feared (religious freedoms act; trans hate; The Australian [a News Corporation newspaper]), the less likely we are to access care or feel safe when we do. One of my specialists was showing me an app on her phone and it was surrounded by Christian apps and Bible apps, and I was instantly terrified and will not go back. (Survey, 40, intersex, queer, medical intervention)



For many participants, discrimination in cancer care or as part of caregiving was a lived reality, with 33% of participants reporting discrimination in cancer care, as reported previously (53). Participants reported exclusion of same-sex partners and inadequate care. Ryan, a 60-year-old gay man with prostate cancer, said “I didn’t feel supported. I didn’t feel like my husband was included”, and a 57-year-old, asexual, trans man, survey participant, who had medical interventions for cancer risk and was caring for his partner with many cancers, said,


Discrimination has been around if we are really in a relationship. We have had many times where me, or my partner, have been refused entry into the ICU saying, “only family may visit!” It is extremely distressing to be denied the support of your partner.



Several trans patients described micro-aggressions and exclusion in having to navigate healthcare settings, which were underpinned by dominant discourses of a binary conception of gender. Trans patients and carers reported being “misgendered”37 by HCPs, having to receive treatment in cancer spaces that did not align with their gender identity, or concealing their trans status to pass as “cis”, causing negative psychological consequences. A 38-year-old, queer, non-binary person, who stopped taking hormones to present as more feminine when caring for their grandmother who was in hospital with bowel cancer, explained that “to feel that I had to pretend to be someone else was upsetting and stressful”.

Other patients described religious prejudice enacted by HCPs: “One of the nurses was quite religious and said that she would pray for her … because she was gay, not because she had cancer” [Mary, 54, lesbian, breast]:


He [healthcare professional] clearly read me as a lesbian and he was dismissive of me as a person. It kind of felt like I was being treated like a lesser person. And that judgment was based on his belief system. Early on in the conversation, he identified as a religious person and then I kind of pieced together why he was being rude and paternalistic and judgmental. [Jasper, 50, queer woman, breast]



Exclusion was also experienced at the intersections of cultural background, gender and sexuality, evident in cancer information resources, as a 38-year-old, non-binary/gender fluid lesbian, queer survey participant with many cancers said: “It’s all really white, and white Australian. My partners have not always been white, and they felt actively excluded from all of the materials I brought home for their sexuality, gender and race”.

A number of participants described experiencing prejudice from “other patients”, including a 58-year-old survey participant caring for her lesbian friend with cervical cancer, who said, “My friend was in a waiting room and there was a segment about LGBTIQ+ rights, and a couple sitting next to her said some terrible things about LGBTIQ+ people. It was very upsetting for her”.



3.1.5 “Treated Abominably”: Family and Community Rejection Exacerbates Distress

Many participants reported rejection from their families of origin, local communities or LGBTQI sub-groups, adding to minority stress and impacting on feelings of connection and support during cancer treatment and survivorship and caregiving.

Several participants reported anti-LGBTQI prejudice and exclusion from their families of origin. Lucinda, a 59-year-old queer woman whose partner had ovarian cancer, recounted telling her partner’s niece, “It’s your fault that she [partner] died because you don’t believe in God”. Some participants “choose not to interact with”38 family members who were not accepting of them being LGBTQI, including a 22-year-old, bisexual, survey participant caring for her mother with breast cancer, who said that “cancer showed me that my family is not just poor support, but is a burden, so I have distanced myself from them to take better care of myself.” Being discerning about support during cancer was illustrate by the photograph “Shutters”, Figure 3.




Figure 3 | Shutters. When you’re going through cancer treatment, and you've had your diagnosis and everything, it's really important to choose who to let in. Most of the people I spent quality time with were people who I’d intentionally chosen to let into my life. [Mary, 54. Lesbian, breast cancer].



Others had to navigate relationships with hostile relatives, either to give or receive care during cancer. Kai, a 59-year-old, bisexual, trans, intersex woman whose partner had breast cancer, explained the impact of family prejudice on caring for her partner with cancer:


I have had to care for my partner from afar as some of my family have rejected me for being trans. This has been a nightmare. We had the discussion after diagnosis as to what life meant and we both agreed that it is important to be truly happy. I then got the courage up to transition, with her full support, and now her family and some of my own have rounded on me for this. So, not only was she fighting cancer, she was fighting prejudice and such as well. It’s put a whole lot of extra layers of extra stress on her, on her health.



Other participants said they concealed their sexuality or gender identities due to a “realistic concern”39 of being disowned and fear of judgement, or due to safety concerns. However, this sometimes meant that their partners were unable to access support during cancer, as a 26-year-old gay male survey participant, caring for his partner who had prostate cancer, commented:


My partner is an Asian Muslim and has to hide his sexuality totally from his family in fear of his psychological wellbeing and, possibly, his life too. Because of this, I have no one to share my thoughts and feelings with. During chemotherapy, I was privately scared that he would die, and I felt I could not share that with him or my own family and friends because of the consequences.



For a minority of participants, lack of family support during cancer placed additional pressure and stress on intimate relationships. A number of participants described their relationships ending or becoming abusive:


My partner of four years broke up with me after a diagnosis. She did not feel she had the support around her to support me or to see me die. I was in a six–week period between two major surgeries and two different diagnoses. The mental health impacts during such a time were devastating. (Survey, 37, queer, non-binary/gender-fluid, medical intervention)



Lack of family support also exacerbated economic vulnerability during cancer treatment as “we don’t have security from our parents as some people in our generation might because we’re gay”40. This vulnerability accumulated for some, mostly younger participants, to create housing insecurity and homelessness. For example, Alex, a 35-year-old gay, non-binary person with testicular cancer did all his radiation treatment “with no firm place where I was living, no place to call home”. Exclusion and isolation from family were described as “emotionally distressing”41 and meant that some participants “don’t particularly have anyone to rely on for much care or help, so it’s just me dealing with it when I need to go to appointments, [or] be in hospital”42. A 57-year-old, asexual, trans man, survey participant who had medical interventions commented, “There is very little support out there when you don’t have family of origin supporting you. General services, like hospital social workers or council home-help range from totally ignorant to outright prejudice”.

A number of participants said they felt unwelcome and alone in their local communities, particularly those living in conservative, religious and regional/rural communities. For example, an 18-year-old, bisexual, survey participant, caring for her father with lung cancer, said, “I don’t feel welcome anywhere as I live in a very Bible belt area”. Carter, a 20-year-old gay man with leukemia, living in a regional area, said:


There just aren’t many people, in general, around that area. You know, you could go into town and there’ll be a few people, but none of them would be gay. So, meeting other gay people, that wasn’t really an option, where I lived.



A 34-year-old, queer, non-binary/gender fluid, survey participant, caring for their partner with breast cancer, said, “I constantly looked for groups of people like me, but I never found anyone. I assume the few others out there, who are the same age and community as me, were just as isolated and stressed and also couldn’t make the contact with anyone to get peer support”. At the same time, cancer support groups including “online communities” were described as “very heteronormative”. A 42-year-old, queer, non-binary/gender fluid, survey participant with breast cancer said that accessing support through these pathways left them feeling “more isolated and ‘different’ than I have ever felt”.

For some participants, particularly trans and bisexual participants, LGBTQI communities were experienced as unwelcome, hostile, and discriminatory. A 39-year-old bisexual, woman, survey participant with cervical cancer said that “mainstream gay and lesbian culture is hostile to bisexuals” and a 49-year-old trans man survey participant  with ovarian cancer said that “people assume the LGBTQI community is a source of support … it often isn’t. Transgender people face discrimination from within LGBTQI communities”. Others described LGBTQI communities as “superficial” and “lacking in compassion and empathy”, with “no old-fashioned caring”, just “strangers looking out for their own needs”43. This perspective was evident in the accounts of older gay men, who contrasted their present-day experiences of exclusion with the culture of community caregiving experienced during the HIV epidemic of the 1980s and 90s. These participants said that, despite being at the forefront of fighting for rights earlier in their lives, they now felt “old” and “invisible” in contemporary LGBTQI spaces44.




3.2 Resisting the Margins: Social Support and Activism Buffer the Effects of Minority Stress


3.2.1 “Help in the Most Magnificent Ways”: Family, Friends, and Community Support

Social support played an important role in buffering the negative impacts of minority stress and in helping LGBTQI participants deal with cancer (53), with 78% of participants reporting strong social support (53). This was described as access to “a very large support network”45 of “family, friends, acquaintances and work colleagues”, who offered “unconditional and full support”46. This was experienced as “nourishing”47 and “revealed new depths of connection, love and respect”48. For Carol, a 40-year-old gay woman with breast cancer, having a reliable, supportive network meant that she could focus on “just being sick”, She described feeling that she could “just float around because there were really big groups of people who were looking after my [wife] and my kids”.

For many patients, intimate partners were their “main support”, illustrated by the photograph ‘My husband’, Figure 4. Partners often “paved the way”49 and helped navigate cis-heteronormativity and discrimination in cancer care. It was commonly reported that “going on hospital visits and that sort of thing together”50 with same-gender partners helped disclose to HCPs, get information, and advocate for needs. Anita, a 34-year-old lesbian with uterine cancer, said “She [my partner] was the best supporter, helped me advocate for myself and keep everything straight and figure out what I supposed to – what I wanted to say, help me think through stuff but also support me in my own decisions”. Barry, a 56-year-old gay man whose husband had lung cancer, said that navigating cancer together had strengthened their relationship:




Figure 4 | My husband. This is my husband.  He, of course, was my main support. As the most important person in my life by way of- well, lots things, but way of support through this.  He looked after me in that period no questions asked, no ifs or buts. He took on that role of caring for me. [Rodney. 57, gay man, skin cancer]




It’s really shown what an incredibly resilient couple we are. It’s really brought forward all of the beautiful things that have underpinned our relationship over the last 24 years. They suddenly light up large in big print. The reasons that we have worked so well as a couple.



Participants also reported strong support from family and friends (53). This family support was positioned as crucial to wellbeing, as “people survive longer when they’ve got things like cancer if they’ve got family support”51. A 40-year-old, queer, non-binary/gender fluid, survey participant caring for their partner with breast cancer. said that “my parents and in-laws [ … ] would help us in a heartbeat when we asked for it” and an 80-year-old lesbian survey participant, whose wife had kidney cancer, told us: “My family rallied around my wife as she battled cancer and then supported me after she died”. Participants often described being “grateful”52 for support from their families, and this was seen as a reflection of acceptance of being LGBTQI. Sandra, a 69-year-old lesbian, who had cared for her partner with breast cancer, said she felt “fortunate” because:


My [partner’s] parents could have come into step at any time and pushed me out. They didn’t. They didn’t stop me going into Emergency. They always deferred to me and at the funeral made sure I was included. I think they wished she [partner] wasn’t a lesbian because it’s not natural to them. But they never, ever rejected me.



Other participants said that cancer “increased my family’s respect and perseverance of me”53, resulting in them having “grown closer”54.

For many participants, support from other LGBTQI people, described as chosen family, was crucial during cancer. Chosen family served to ameliorate strained or estranged relationships with the family of origin and “were the ones that were there for me”55, providing support “in the most magnificent ways”56. Paulette, a 67-year–old lesbian woman with colorectal cancer, explained:


My [natal] family wasn’t terribly supportive at that time or since, basically. I think that’s why I have so much emphasis on my chosen family, which is a lesbian community. They’ve kind of replaced my biological family.



Chosen family created an important sense of belonging and reinforced LGBTQI identities, particularly among older lesbians. A 78-year-old lesbian survey participant said, “Being a lesbian carer for my lesbian lover was a very empowering and emotional time because the radical lesbian feminist community we were part of were very supportive”. She explained that it was “an opportunity for us all to pull together in quite extraordinary ways”. Being part of a community where everyone “shares the load of caring for one another”57 was regarded as protective against isolation and loneliness in the context of living with cancer. As a 75-year-old lesbian survey participant caring for her partner with breast cancer commented, “Without the love of my lesbian friends, I would feel very alone”. A 55-year-old lesbian survey participant with ovarian cancer said, “Almost every weekend since diagnosis, we’ve had someone visit. I’ve felt so lucky, so loved, like all my birthdays come at once. And that’s made everything easier”. Alice, a 48-year-old lesbian caring for her ex-partner with breast cancer, explained that support from her chosen family was often all-encompassing due to shared experiences of marginalization:


When you think about the queer community compared to the straight community, it just seems to be there’s a sense of all-hands on deck and everybody bringing what they can to a situation, and I think that really comes from needing chosen family to navigate your way, through being othered so much. The sense of community and chosen family is very, very strong.



Some participants described receiving support during cancer from unexpected sources, including work colleagues. A 40-year-old lesbian survey participant whose partner had uterine cancer, said that she was usually quite private at work, but that cancer was a catalyst for disclosing both her LGBTQI status and partner’s cancer diagnosis. When she did, it enabled her to engage more authentically with colleagues, access support and negotiate flexible work arrangements: “I had to come out to a lot of colleagues during this process. However, they were all very supportive, which made it easier.” Other participants living in regional areas said that, despite the potential for social isolation due to there being few other visible LGBTQI people, they received “nothing but love and care” from within their local communities during cancer. This experience was often discussed by older participants who were “unapologetically out” as LGBTQI in their communities. Barry, a 56-year-old gay man whose husband had lung cancer said:


We made the decision before we moved into our regional town to go in from the outset as an out, gay, mixed-race couple, which was a little bit brave. Weirdly enough, we’ve been wrapped with more love than we expected to be in the country. And sometimes, it’s actually been quite beautiful. Not once have I had anyone come up and say, “I’m sorry to hear about your friend”. Everyone has said, “I’m really sorry about your husband”.



For many participants, pets were an important source of companionship and support that helped ameliorate loneliness and regulate emotional distress including anxiety and grief. Pets were described as “the most incredible companion”58 that was “always by my side”59 offering “constant company”60. Leonard said his dog had “given me more support over the last, nearly seven years than anything else in my life”. For Neal, a 68-year-old gay man with prostate cancer whose partner had died, his dog played an important role during long nights when he was struggling with anxiety and loneliness.



3.2.2 Collective Action to Resist LGBTQI Discrimination and Exclusion in Cancer Care

Collective activism, combined with social support for others, was described by participants as having served to buffer the impact of minority stress. Participants discussed positive experiences in LGBTQI-specific support groups, shared experience in the context of both cancer and LGBTQI community, illustrated in the photograph “Lesbian Support” (Figure 5). A number of participants said that “having this cancer has made me realize I will never be put in the closet again”61, motivating them to become “politically involved”62 and “very vocal about my experiences”63, to advocate for LGBTQI-specific cancer information and support for their communities. A 30-year-old intersex lesbian who had medical interventions for cancer risk said that after being “closeted for seven years as being intersex due to doctors telling my parents and I to keep my diagnosis a secret from everyone I knew, I got angry and shared my story with a local newspaper and now advocate for youth internationally”. A 49-year-old trans man survey participant with ovarian cancer said that they were now “providing presentations to colleagues with the aim to increase understanding of working with transgender cancer patients”. For other participants, activism involved “coming out”64 within cancer care as a way to “challenge the systems that I come in touch with”65:




Figure 5 | Lesbian support. This painting is about celebrating lesbianism and same-sex relationships.  There are about 40 women that come to this group.  We all get together and help each other; we’re all working for a common cause – to look after each other as lesbians and to provide support to each other.Maybe there's been a bit of discrimination when you were being treated or some of the nurses were a bit snarky and you could tell they weren't comfortable having your partner in the room, you can talk about all of that with these women because at some point they'd all been there and they probably all experienced it. [Paulette, 67, lesbian, colorectal]




I came out to so many people in the hospital – staff and other ‘cancer families’ – often for the reason of increasing visibility of rainbow families in the hope that this would reduce homophobia, and increase people’s awareness of rainbow families and just how similar/normal we are when compared with families headed by a heterosexual couple or heterosexual single parent (Survey, parent, 47, lesbian, leukemia)



Several participants set up “support groups”66,67,68 in their local area offering connections to other LGBTQI people with cancer. This included one person who started “a charity to support other LGBTIQ cancer patients”69 and another who had “produced a booklet”70 to share information about cancer in LGBTQI communities including cancer screening and cancer survivorship. Participants explained that their LGBTQI cancer advocacy was motivated by the desire to “use our experiences to be of help”68 and “because they [LGBTQI cancer information/services] weren’t there for me so I want to make sure they can be there for someone else”69. Being involved in LGBTQI cancer advocacy was also discussed as affirming identity and helped to build community connection, illustrated in the photograph “Know your prostate!”, Figure 6. Dylan, a 35-year-old gay non-binary/gender-fluid person with leukemia explained that it “brought me around many LGBT+ people where I can express who I am”. Paulette, a 67-year-old lesbian with colorectal cancer, said that being involved in LGBTQI cancer support helped her to feel “a bit more part of the community and to be with people who don’t question who you are and why you are the way you are and that type of stuff” and experience she described as “like coming home”.




Figure 6 | LGBTQ+ activism. Here we are at a pride march.  We all had t-shirts and arrows saying different things about our sexualities, genders and interests.  Showing that we as a community are completely diverse.  I also wore a t-shirt that said, “know your prostate” and as we walked along, I handed out pamphlets about a prostate cancer support group for LGBT people.  It felt really important to me to be involved in this activism around sexuality and prostate cancer. [Ryan, 60, gay, prostate cancer]







4 Discussion

The aim of this paper is to examine subjective experiences of minority stress and social support for LGBTQI people with cancer in intersecting sexual and gender identities, intersex status, age, and tumor types. Our findings provide insight into the chronic and cumulative nature of minority stress and multiple systems of oppression that have shaped historical and present-day anti-LGBTQI prejudice, discrimination, family rejection and exclusion from communities. These experiences have exacerbated fear and distress during cancer survivorship and caregiving. However, social support and advocacy did ameliorate minority stress for LGBTQI patients and carers, and for some, affirmed their identities. That said, some participants lacked social support, or experienced rejection from those whom they turned to for support, exacerbating their distress.

Our findings confirm previous reports that LGBTQI people with cancer and their carers experience unique stressors during their lives, which serve to exacerbate distress in cancer survivorship (3, 6). Many of the older participants became adults during an era when homosexuality was criminalized and considered a mental illness, resulting in societal and institutional discriminations, stigma and violence. Lack of LGBTQI legislative protections during that era legitimized abuse, allowing bullying and hate crimes to go unprosecuted (67). So-called reparative practices, such as LGBTQ conversion therapies, were administered under the guise of a therapeutic framework (68) and “normalizing” medical interventions were conducted as routine practice on infants with intersex variations (69). Recently, LGBTQ conversion therapies were publicly acknowledged to be cruel, degrading forms of torture (68) and there is growing acknowledgement that sex assignments conducted in infancy on individuals with an intersex variation violate bodily autonomy and deny human rights (69, 70). The long-lasting proximal stress caused by these traumatic experiences, such as distrust and fear of prejudice, concealed identities and internalized stigma (23), were evident in the accounts of participants in the present study, sometimes years after the events had taken place. This creates a vulnerability that impacts the experience of cancer and cancer care (3, 27, 53). Such minority stress has also been demonstrated to cause long-lasting negative psychological consequences (71) and is a risk factor for premature cognitive decline (72).

In liberal democracies, LGBTQI people experience greater equality today, including legislative protections in their everyday lives. Many countries have decriminalized same-sex relationships, passed anti-discrimination legislation, and have put in place protections against hate speech and hate crimes (73). However, there are continued political and legislative efforts to prevent further equity and to roll back established LGBTQI rights (44, 45). Anti-LGBTQI legislative processes and political campaigns are demonstrated to affect LGBTQI people’s mental health adversely (74, 75), causing higher levels of stress, depression and anxiety, and increased exposure to harassment and discrimination (76). The “pitting” (73) of LGBTQI rights against other human rights, such as religious freedoms (45), has meant that LGBTQI people continue to live in hostile and discriminatory environments that contribute to internalized, health-eroding stressors, including distress and fear during cancer survivorship and care (27).

Our findings demonstrated the intersection of identities in the experience of minority stress, providing insight into the quantitative findings of the Out with Cancer Study, where trans, intersex and AYA patients and carers reported higher rates of minority stress (53, 55). Our findings confirm previous reports that trans people experience high rates of verbal, physical and sexual violence (63, 77) and discrimination in healthcare (78–80). This is compounded by anti-transgender discourse that appears in the news, with negative implications for feelings of safety and wellbeing (47, 48). People with intersex variations also face numerous societal discriminations and hostility (70), as well as mistreatment in medical settings, including violations to bodily autonomy that deny human rights, leading to distress (69). Younger LGBTQI people can experience bullying and social exclusion, at a time when many are exploring their sexuality and identities (81). Young people have also been the target of recent transphobic media reports, with negative consequences for mental health (47). The impacts of minority stress were also evident in LGBTQI patient and carer accounts of discrimination and or fear of discrimination in cancer care. LGBTQI patients who feared discrimination, or had previous negative experiences in healthcare, reported poorer mental health outcomes, greater distress and unmet needs (6, 53, 82) and may avoid care (83). This results in concealment of LGBTQI identities from HCPs (80), as was evident in the accounts of some participants in the present study. Whilst concealment of LGBTQI identity can be a self-protective mechanism (80), it is associated with invisibility (6, 84), regret (82), unmet needs (6, 8), and can compound the stress of cancer and lead to poor psychological outcomes (85).

Our findings confirmed and extended previous research that social support can ameliorate the negative impacts of minority stress in LGBTQI populations (3) and is protective against distress (86). Cancer caregivers in the non-LGBTQI community are typically intimate partners (15). For many LGBTQI people, chosen family, including partners, friends and other LGBTQI people, provide support and connection (24, 87). Support from chosen family affirmed LGBTQI identities and relationships and offered group solidarity, confirming previous reports (24). The culture of mutual caregiving within LGBTQI communities is partly a cultural legacy of the HIV/AIDS era, whereby caregiving was “thrust” (88) upon gay and bisexual communities as a result of discrimination in healthcare and family rejection (89). There is also a long history of feminist lesbian community activism and connectiveness (90), and more recently, trans community visibility and mutual support (91). However, for a minority of LGBTQI people with cancer, trans and bisexual participants in particular, experiences of in-group microaggressions meant that broader LGBTQI communities were experienced as exclusionary, hostile and unsafe (92), increasing vulnerability to social isolation and distress. This further highlights the way in which intersecting identities can lead to vulnerability, precluding the buffering effect of social support for some LGBTQI people with cancer. It is important to note we found no discussion of microaggressions within LGBTQI cancer support groups.

For younger LGBTQI participants, support and acceptance from family of origin were important to psychological wellbeing, as reported in previous research (49, 93). However, the ameliorating role of social support was dependent on families affirming LGBTQI identities; support that was hostile or required LGBTQI people to conceal their identities added to minority stress. Younger LGBTQI people with cancer and carers living outside of metropolitan hubs often lacked LGBTQI community support due to the absence of other LGBTQI people where they lived (94). Young people who are discovering or exploring their identities, and who do not have strong connections to LGBTQI chosen family, may also lack affirming social support (81). These findings highlight the ways in which LGBTQI identity and age intersect to create a position of marginalization for adolescents and younger adults with cancer.

Our findings also demonstrated that LGBTQI cancer carers experience minority stress, which can be ameliorated by social support, as is the case for LGBTQI people with cancer. Support for LGBTQI caregivers is associated with better mental health (95), reinforcing the need for LGBTQI carers to be included in cancer support (6). Due to the pervasive impacts of cis-heteronormativity in cancer care and support groups (27), LGBTQI carers may be uncomfortable accessing services and support available to non-LGBTQI carers (13). It is essential that the needs and experiences of carers are included in future LGBTQI cancer research, and in programs of LGBTQI cancer care.

LGBTQI patients and carers were not passive recipients of discrimination and exclusion in cancer, demonstrating agency and resistance through collective action and advocacy. The provision of support to other LGBTQI people with cancer through support groups or other forms of activism served to affirm identities in the face of minority stress among participants of all ages. LGBTQI communities have a history of mobilizing to affect change and improve LGBTQI rights, which has had the effect of building community and solidarity (90, 91). However, the requirement for people experiencing adversity to address health inequities within their communities places an undue burden on marginalized individuals and communities, highlighting the need for systemic changes to reduce minority stress in cancer survivorship and care.



5 Conclusion

In conclusion, our findings demonstrated that LGBTQI people have unique socio-political histories and present-day experiences that have created a legacy of distrust and fear and may contribute to distress and unmet needs in cancer survivorship and care (6). For LGBTQI individuals, minority stress compounds the impact of other stressors associated with cancer, including fear of cancer recurrence, uncertainty of treatment outcome, co-morbidity and symptomatology (3, 96, 97). Social support serves to buffer the impact of minority stress (3, 49), and is widely recognized to be associated with better quality of life and psychological wellbeing for people with cancer (15), including LGBTQI cancer populations (5, 51, 98).

Our analysis across the mutually constitutive intersections of gender, sexuality, intersex status, cultural background and age identified intersectional differences in the nature and impact of minority stress and social support for LGBTQI people with cancer and their carers. The impacts of minority stress are compounded for LGBTQI people who occupy multiple marginalized positions (99), with those who are trans or gender diverse, intersex and/or of younger age being particularly vulnerable (53). However, strong social support serves to buffer minority stress, with both family of origin and chosen family, including partners and other LGBTQI people, serving as vital and empowering sources of support for LGBTQI patients and carers.

Our findings have implications for LGBTQI cancer care and support services. Environments in which LGBTQI patients and carers access care and support during cancer need to be culturally safe and inclusive (27, 100). This can be achieved through professional education and training, ensuring HCPs are knowledgeable about the potential impacts of historical and present-day minority stressors on cancer survivorship, including higher risks of distress and barriers to social support, particularly for trans, intersex and AYA patients and carers. Awareness of the needs of LGBTQI patients and carers will enable HCPs to adopt inclusive and reflective practices (27, 101). Due to the pervasive impacts of cis-heteronormativity in cancer care and support groups, LGBTQI patients and carers can be uncomfortable accessing services and support for non-LGBTQI people (13), further exacerbating isolation and vulnerability to poor psychological wellbeing (20, 21). Visual indicators of LGBTQI inclusivity, such as pride flags, can signal awareness and safety for LGBTQI patients, as can acknowledgement of sexual and gender identity or intersex status on patient intake forms and presence of anti-discrimination health service policies (100, 102). The inclusion of partners and chosen family in consultations and support services is also essential (27). There is also a need for investment in peer-led initiatives that provide connection and support to LGBTQI people with cancer and carers to help to overcome barriers to social support. Minority stress is pervasive in the lives of many LGBTQI people. We have a duty of care to ensure that the impact of minority stress on wellbeing and on interactions with HCPs is recognized and addressed within professional cancer care.
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Patients (n=430) Carers (n=132)

Age at time of study (mean years, standard deviation; M=52.5, sd=15.7; range 16-92 M=50.2 sd=17.0; range 15-76
range)
n (%) n (%)
Country
Australia 311 (72.3%) 93 (70.5%)
United States of America 62 (14.4%) 14 (10.6%)
United Kingdom 29 (6.7%) 9 (6.8%)
New Zealand 8 (1.9%) 6 (4.5%)
Canada 7 (1.6%) 4 (3.0%)
Other country 13 (3.0%) 6 (3.6%)
Race/ethnicity
Caucasian 362 (85.2%) 109 (82.6%)
Asian 11 (2.6%) 5 (3.8%)
Australian Aboriginal, Torres Strait Islander or Maori 9 (2.1%) 4 (3.0%)
Mixed background 19 (4.5%) 6 (4.5%)
Other/unclear background 24 (5.6%) 8 (6.1%)
Location
Urban 234 (54.5%) 69 (52.3%)
Regional 145 (33.8%) 48 (36.4%)
Rural or remote 50 (11.7%) 15 (11.4%)
Gender
Cis female 216 (60.2%) 83 (62.9%)
Cis male 145 (33.7%) 26 (19.7%)
Trans (binary and non-binary)’ 63 (14.7%) 23 (17.4%)
Different gender identity 6 (1.4%) -
Sexuality
Lesbian, gay or homosexual 317 (73.7%) 95 (72.0%)
Bisexual or pansexual 47 (10.9%) 17 (12.9%);
Queer 45 (10.5%) 12 (9.1%)
Straight or heterosexual 10 (2.3%) 5 (3.8%)
Different or multiple identities 11 (2.6%) 3(2.3%)
Intersex variation
Yes 31 (7.2%) 5 (3.8%)
No 388 (90.2%) 127 (96.2%)
Prefer not to answer 11 (2.6%) 0
Cancer Type?
Brain 11 (3.0%) 9 (7.0%)
Breast 90 (24.3%) 37 (28.7%)
Cervical 11 (3.0%) 4(3.1%)
Colorectal 17 (4.6%) 8 (6.2%)
Head/neck 14 (3.8%) 10 (7.8%)
Leukaemia 17 (4.6%) 5 (3.9%)
Lymphoma 24 (6.5%) 6 (4.7%)
Ovarian 17 (4.6%) 13 (10.1%)
Prostate 59 (15.9%) 8 (6.2%)
Skin 25 (6.8%) 3(2.3%)
Uterine 23 (6.2%) 4(3.1%)
Other 58 (15.7%) 19 (14.7%)
Not sure or unknown 4(1.1%) 3 (2.3%)
Medical intervention for cancer risk 74 (17.2%) 27 (22.9%)
Carer relationship to patient
Partner/ex-partner b 84 (63.6%)
Family - 31 (23.5%)
Friend = 12 (9.1%)
Different relationship - 3 (2.3%)
Multiple care relationships - 2 (1.5%)

"Patients: 34 (7.9%) non-binary, 13 (3.0%) trans female, 8 (1.9%) trans male, 8 (1.9%) different TGD identity; Carers: 16 (12.1%) non-binary, 5 (3.8%) trans female, 2 (1.5%) trans male.
2Cancer type for carers is of patient cared for.
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